Aims: This paper discusses the evaluation of a multi-sector oral health promotion intervention in the Republic of Ireland for children with disabilities. It argues that a lack of awareness about the context of interventions means that sometimes people's health concerns remain unaddressed through a lack of participation. This may actually increase rather than decrease health inequalities. Implementing qualitative methods to provide a context before proceeding with interventions may assist in providing approaches that are fit for purpose when trying to include people in health promotion. Methods: A purposive sample of 15 parents or carers of children with disabilities and 18 non-dental professionals were interviewed in either focus groups or on a one-to-one basis. Results: The qualitative analysis indicated that budget constraints were affecting joint working because non-dental professionals were overstretched, feeling that they only had the capacity to carry out day-to-day work with parents and children. The daily demands of caring for a child with disabilities for many parents meant that they were tied to a day-today existence. Conclusions: The qualitative evaluation suggested that an initial lack of knowledge about structural, procedural, and budgetary barriers, coupled with insight into the daily demands on parents caring for children with disabilities, meant that all parents were not enabled. Therefore, achieving the aims of the plan could not be a total success for all parents and children from the outset.
Background
Children with disabilities often have a high and unmet need for dental treatment [1] [2] [3] [4] [5] . Linked to this need is the inescapable fact that many children with disabilities may live below the poverty margin and also have additional medical impairments that deteriorating oral health can exacerbate, or can exert an effect on the child's quality of life [6, 7] . For many children with profound disabilities the only option for dental care is when a crisis occurs and they are hospitalized for an in-patient general anaesthetic and dental treatment is carried out [5, 8] . This approach to oral health care, although evidence-based, is strongly biomedical.
The World Health Organization aims for a more inclusive and enabling agenda within public health and health promotion, suggesting that a wider definition of health promotion is used; namely identifying and challenging the social, economic and emotional determinants of health, instead of a more biomedical approach to health and health promotion [9] [10] [11] . Over the past 20 years there has also been a rapid growth in the volume of research of relevance to health promotion; simultaneously there are also many different interpretations as to what constitutes value within a health promotion programme [12] . Some of the issues involved in what constitutes value are bound to the ways in which a programme is conceived and then conducted. For example, one argument is that there is an absence of quality outcome measures making it difficult to evaluate health promotion interventions [13, 14] . However, outcome measures need to be embedded in the conception of a health promotion programme, and while the task may be straightforward for some issues, for example measuring uptake rates for a screening programme, it becomes far more difficult when we try to measure variables such as knowledge, health literacy, attitudes, values and skills. Although there is an argument for constructing questionnaires to address these issues, if we are not careful we return to a standardized approach for populations which may serve to increase health inequalities rather than decrease them, while simultaneously sidestepping the issue of involving and enabling individuals and communities in issues that they feel are important. One such example is the oral health promotion toolkit [15] , which can only be used quantitatively, allowing little room for flexibility when researching with populations that do not fit the norm. Some of the questions in the toolkit do not lend themselves to the particular needs of children with learning disabilities. For example, ''For what reason should you take a child to the dentist?'' (Because they have toothache; for a check up; to get them used to going; DK; other [specify]). For some children on the autistic spectrum the initial reason for taking them to a dentist may be to get them used to going; taking many visits before they can eventually sit in a dental chair. This then becomes contextual and it depends at what stage the question is asked as to the ensuing response. For example, a visit to the dentist can be especially traumatic because of different factors such as anxiety related to change in environment; lights, different noises, people, ways of dressing [16] , tactile and sensory issues [17] , a lack of understanding about the purpose of the visit and importance of oral health [17] , and because of the nature of dental treatment (even if it is only a check up), invasion of body space [17] . These issues are far more complex than a simple questionnaire can identify and are another concern when trying to implement and evaluate health promotion initiatives.
An intervention was carried out in three counties in the Republic of Ireland. The aim was to reduce the level of dental need in children with disabilities. Dental officers, teams from Enable Ireland -an early intervention service for children with disabilities, and representatives from disability teams met to discuss the issue. Over a period of two years, 700 non-dental professionals, who were regularly in contact with children with disabilities and their parents, were educated in oral health promotion by attending a half day course; oral health promoters were placed in the community; health promotion packs were produced for staff and intervention packs were developed for parents. It was envisaged that every parent, healthcare and voluntary sector worker involved in the life of a child with disabilities would collaborate and cooperate with each other, thereby becoming partners in their oral health care. A qualitative evaluation was then carried out which raised uncertainty over the role played by the primary care team in disseminating the oral health promotion package. This paper discusses the additional qualitative evaluation that took place two years after the initial one.
Methods
A purposive sample was chosen with one researcher interviewing 15 parents or carers of children with disabilities on a one-to one basis in a location of their choosing. In addition, four professionals, from a variety of backgrounds -voluntary, health and social care and ancillary care -were also interviewed on a one-to-one basis and three focus groups, with a mixture of professionals, ranging in number from 3-10 took place.
Difficulties appeared when arranging interviews and focus groups with professionals because they felt that they were being tested, and were under pressure with their job roles; many professionals refused to participate. All interviews were taped and transcribed by the researcher.
A blend of ethnography, narrative and constructivism was used to inform the methods and conduct the research. This was because the three styles of research all have in common the study and capture of people and aspects of their lives and social worlds from their perspective with the aim of producing a research text [18] . Ethnography includes the use of observation and field notes. In this instance, narrative takes a topical approach and explores the oral health and health experiences of individual parents of children with disabilities through their stories [19, 20] , and constructivism uses the premise that meanings of situations are constructed in the space between the participants and the researcher [21, 22] . This means that rather than starting with a theory, theories or patterns of meaning are developed inductively through the course of the study.
Analysis of the transcribed interviews was inductive. The transcripts were read, and re-read and then compared and contrasted with areas in existing dental, medical, sociological, and psychological research. Themes and categories emerged from the stories that people told. The themes were triangulated with the researcher's observations, and other stories told by parents and healthcare professionals; this was similar to the process of grounded theory and established methods within qualitative research [23] [24] [25] [26] . The social model of disability was used as a lens through which to view data; this meant that the researcher was looking for structural barriers to oral health promotion, rather than viewing children and parents as a problem.
Results
[Extracts from participants have been used. All names have been altered to protect participants.]
The full report was wide ranging [27] . The researcher split the report into sections -communicating oral health, which looked at the training and the oral health promotion packs; parent's experiences, which explored the day-to-day lives of parents of children with disabilities; and barriers to oral health promotion, which explored the structural, procedural and budgetary barriers to oral health promotion. A core aim of the research was to identify disabling barriers that prevented children with disabilities from achieving optimum oral health, and to provide a greater understanding and possible solutions to these barriers.
Communicating oral health
Community nurses and family social workers reported using the information packs; parents triangulated this data by confirming their use, but overall their use was patchy:
Oonagh, social worker: ''Again a lot of the information was useful, there was a lot of information in the packs, perhaps too much, but the picture of the sugar hits was useful and some of the information, especially for children with Down's syndrome.'' Sinead, parent: ''The diagrams were definitely useful because they kind of showed you'd be having your lunch and then chocolate or something after and leaving decay in the mouth.'' Michelle, parent: ''I think that seeing her and she was good with the information and she had a box of stuff as well with her to show me what had sugar in and how much sugar, how many teaspoons that were in each thing.'' Mairiad, occupational therapist: ''Parents were more taken by how many times a child's teeth could be hit by acids during the day and that made a difference, it made an impression.''
Role ambiguity became apparent in many interviews:
Liam, psychologist: ''It would be great to be able to talk about oral health, and you know we really should, but to be honest we are constantly fire fighting, you know, dealing with the immediate issues that families need sorting, oral health sort of isn't on the radar.'' Sonja, speech and language therapist: ''To be honest if I get to talk about teeth it's a bonus, there are so many other problems for parents.''
Parent's experiences
Parents identified the demands on their resources.
Bernadette: ''She has been tube fed from birth through her nose and we had to look after the tube to start with and that took place for over a year she had severe oral aversion. If I touched her, if I took her to the hospital at about 5 months old if I put my finger on her tongue, or her lip, it would initiate a gag reflex and vomiting. So that tube feeding went on for a year through the nose. [. . .] All day and through the night we were up. We were feeding her right through the night at one stage for a few months through the tube, just up all night with her. I hated the gastrostomy tube I have to say, from day 1 she had, she didn't have the vomiting but she had continual gagging, day and night, like an old man. You know that trying to clear her, first thing in the morning? That procedure was done in a hospital 100 miles away. So we had to travel there every week, twice a week because she had continuous infections, yeah last summer we spent away in a blitz because we couldn't go out of the door with her.'' Marie: ''I've an appointment for her every day this week, I'm in Northern Ireland tomorrow, the Lourdes Wednesday, Thursday I've occupational therapy, and Friday speech therapy which we are doing privately. Saturday we are doing private OT and that's my week. Week done. There's a lot of work so the teeth are only just starting to feature. You are battling with the health board, you are battling, there's no support at all, no partnership for all the people that are involved in Michelle's care there's letters from here, there was no progress and I was so stressed I had very little speech, the OT, having to fight all the time. In terms of professionals it's usually all developmental stages, there's no lightness to be honest with you. The first visits to the paediatrician she listed everything that Michelle could possibly get as an adult, finishing off with Alzheimer's and I was like any good news, you know? I'm in a system with services until Michelle gets to six and then they take the services all away and I'm back to fighting on a daily basis. We've already taken out a bank loan to fund some of her treatment privately, but what if we couldn't do that?'' Early intervention services finish when a child reaches 6 years of age because the assumption is that anything that could make a difference needs to be done at a very early age.
Professionals confirmed the daily responsibility of care on parents:
Grainnie (social worker): ''It (oral health) is a very small part of their lives; it depends on level of disability and the stage that they are at. Of late, more parents are allowing me to make the referral in the early stages, when I do my first visit to all families I explain about the project, I give them the leaflet and say we could give the referral and offer it at an early stage and they might say not yet, there's too much going on now and we just cannot cope with anything else, which is often the case. [. . .] Some children with complex needs go to hospitals that involves a day trip that usually starts at 5.30 in the morning with the kids in their pyjamas in the car, so some of the families are busy with those things and usually for a limited time period where things are really busy and it is only then 3-4 months later when things settle back into a pattern and they can think oral health, it's so different for every family, it's a lot of juggling for them.''
The strain on parents' individual learning skills, financial and energy resources are apparent from their narratives, and are triangulated against professional reports.
Barriers to oral health promotion
There are usually three components within the process of being a service user; accessing/being referred to services, being assessed for services, and using the services.
The first requisite that people need to access services is usually a certain degree of awareness that the service exists. When interviewed, all non-dental professionals were aware of the health promotion initiative but due to role ambiguity admitted to problems discussing oral health care on a one-toone basis with parents and with referral for children with disabilities.
Budgets play a large part in shaping service delivery; an embargo on staff recruitment, coupled with staffing shortages, such as the shortages of liaison assessment officers, occupational therapists, dentists, psychologists and speech and language therapists meant that there were delays in parents accessing services. The ways in which budgets are organized for these services may have major consequences. For example, it could influence the service provider's ability to make or respond to referrals, which means that a child with disabilities is experiencing delays in receiving necessary services at a stage when they can be of most benefit.
Inconsistency in budgets may also constrain service delivery. It was obvious that budgets differed from county to county because there were variations in resources as to what various service providers could offer (transport, health, education, and housing). This led to very different experiences for children with disabilities depending on their geographical location.
Discussion
One issue for many health promotion interventions is that they are formed within a positivist paradigm present in dominant medical models where health is seen very much in terms of an absence of disease and therefore measurable. This is in tension with the aims of social health promotion, which works with an agenda of enablement, representing the rights and voices of those who may be unable to speak or act for themselves to health service providers or relevant agencies. This medical model of health promotion, although reinforced by evidence from randomized controlled trails, fails to take into account the social and economic determinants of health. Furthermore, it does not acknowledge that people have different levels of support and resources and that this may be a crucial factor in their ability to attain ''health.''
The key principles of health promotion as set out in the World Health Organization's discussion document from the Ottawa Charter [10] are advocacy, enabling, and mediation. In this oral health promotion intervention the issue of advocacy (ensuring the creation of conditions favourable to health) is addressed by training non-dental professionals to give oral health advice, but this still does not address the structural, social, and economic inequalities experienced by the parents, nor does it address budgetary constraints and professional role ambiguity highlighted by the introduction of the intervention. Likewise, enabling (creating supportive environments and giving people the skills and information that they need to make healthy choices) is addressed by introducing oral health promoters and giving a resource pack. This presumption is naïve because it does not take into account the social determinants of health and surmises that by introducing oral health promoters, and producing a pack then inequalities will be reduced. Parents of children with disabilities were not included in building the initiative, and this questions empowerment. The reality is that many parents of children with profound disabilities are so firmly entrenched in day-to-day living that an oral health pack will have little impact on their existence whereas a one-to-one approach that supports them and adapts approaches takes their needs and wants into consideration, and more crucially can recognize when they have the capacity to incorporate more information and alter their daily lives, but this is idealistic and still does not guarantee a reduction in inequalities. Furthermore, it raises the issue of sustainability for the whole programme. It questions the whole enterprise of oral health promotion for children with disabilities because those most in need are still least able to respond; reflecting the ''Inverse Care Law'' of Julian Tudor Hart [28] .
Limitations
The limitations of the study revolve around the sample size used to garner experiences, and the researcher was not involved in the initial process of building and evaluating the intervention. At the time of study, the Health Service Executive was in a state of flux; there was an embargo on all staff, job vacancies were not being filled, and people were unsure of their job status. These factors undoubtedly affected the data collection.
Conclusions
Children with disabilities are a marginalized group who lack a voice in their own health care. Parents and paid carers are children's advocates and enablers; the more profound the impairment the greater the responsibility of care and demand on the individual learning skills and financial and energy resources of parents and paid carers. Likewise trying to build community capacity when there are constraints on service delivery creates role ambiguity for non-dental professionals. Being aware of the context and infrastructure before we develop health promotion interventions may aid considerably in building appropriate initiatives.
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